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2 015 was an eventful year 

for the VA Biorepository 

Brain Bank. We added new 

staff, and we are currently en-

rolling participants for our ALS, 

Gulf War, and PTSD Brain 

Banks, as well as in our Cogni-

tion and Caregiver Burden 

Study. 

¶ Currently, the ALS Brain 

Bank is actively following 

121 participants (114 per-

sons with ALS and 7 con-

trols) and has successfully 

collected tissue from 187 

participants. Weõre also 

happy to report that we 

continue to have a 100% 

success rate for tissue 

recoveries in which we are 

notified by families who 

wish to proceed with a 

donation. This success is 

due in no small part to the 

dedication and generosity 

of the Veterans and their 
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§ Do you have a new 

phone number? 

§ Are you moving? 

§ Have a major 

health change?   

 PLEASE LET US 

KNOW! 

Call toll free at  

866-460-1158  

families in making these dona-

tions, as well as the numerous 

medical professionals and teams 

that have assisted us . 

¶ The Gulf War Brain Bank is seek-

ing to enroll Veterans of the 

1990-1991 Gulf War era. For 

more information on the this 

study, please see p. 3. 

¶ The PTSD Brain Bank is recruit-

ing Veterans and non-Veterans 

The VABBB is continuing to accept donations from 

healthy individuals to complement our ongoing stud-

ies. Comparing healthy brain tissue to tissue donat-

ed by persons affected with brain disorders is an 

important tool for studying neurological problems. 

These comparisons help provide unique insights into 

the causes of brain diseases and disorders. If you 

are healthy, and have thought about donating after 

your death, please feel free to contact us.  

with PTSD.  For more infor-

mation, please see p. 4. 

¶ Christopher (Kit) Brady, and 

Thor Stein attended  the  

Motor Neuron Disease Asso-

ciation (MNDA) Conference in  

November 2015. Dr. Stein 

noted, òThere was a lot of 

interest in the resources 

available from the VABBB at 

the conference...the clinical 

and pathological data the VA 

has collected is unique and 

will be important for unravel-

ling the mechanisms of ALS. 

¶ Finally the Cognition and 

Caregiver Burden study is 

recruiting Veterans with ALS 

and their caregivers  national-

ly and from the ATSDRõs Na-

tional ALS Registry. For more 

information on this study, 

please see p.6. 

¶ We continue to send tissue 

and data to investigators 

doing cutting-edge ALS re-

search. Please see p. 4 

 

 

 

 

 

 

[ Christopher Brady, Ph.D. and  Thor Stein, 

M.D. Ph.D. attended the Motor Neuron Dis-

ease Association Conference ] 

VABBB CELEBRATES 10 YEARS IN SERVICE TO VETERANS! 
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The VABBB team in Tucson, AZ.  

Sean Walker,  Health Science Specialist (left); James Averill, Research 

Specialist (middle); Ian Robey, Ph.D., Technical Director (right).  

Itõs been a long road since my 

father was diagnosed with ALS 

over thirty five years ago. He is 

seventy now and at times I think 

he will outlive me. We are very 

fortunate for the care he receives 

at the VA hospital. I visit him 

three to four evenings per week, 

attend school full-time, and work 

part-time. Since he has been 

afflicted with this disease for so 

long, I can hardly remember the 

man he used to be. My two half-

brothers have rarely seen him 

outside of a wheelchair or hospi-

tal bed, nor have they ever heard 

him speak as normally as you or I 

would. He has had no voice for 

the past fifteen years.  

 

 

My role as caregiver has changed 

over time. As a teenager, when 

my father first started to deterio-

rate, I would assist him getting in 

and out of his wheelchair, and 

help him stand with his walker. At 

that time, his hands became less 

efficient and his speech heavily 

slurred.  

 

When I graduated high school, I 

moved to Los Angeles leaving 

my father, stepmother, and my 

half brothers. I kept in touch and 

would visit now and then, seeing 

how my half-brothers were com-

ing along. For primarily medical 

benefit reasons, my father di-

vorced and then had roommates 

and daily heath care, living close 

to and seeing his two young 

sons frequently. As the inter-

net became more accessible, 

emails became his new tool 

for communication. In 2000, 

he sent an email explaining he 

was having a very difficult 

time getting a roommate; he 

asked if I would consider living 

with him as a partial caregiv-

er. I agreed. 

 

Things were fairly easy as I 

settled into my new life. I 

quickly got a job and we had 

in-home caregivers on a daily 

Several staff members 

have joined the VABBB team 

this year. In March, we wel-

comed Hannah Burris, B.S. to 

the Cognition and Caregiver 

Burden study. In April, Max 

Stewart, B.A. joined the ALS 

Brain Bank. The previous ALS 

Coordinator, Latease Guilder-

son, shifted to working on the 

growing PTSD Brain Bank. In 

May, Shannon Murphy, B.S.  

joined the team and works on 

several projects. November 

saw several new staff begin-

ning with Tarnjit (Tannu) Singh, 

M.A. joining the Gulf War Bank, 

Nazifa Abdul Rauf, M.P.H.  

starting with the Cognition and Care-

giver Burden study, and Gabriel Walt, 

B.A. coming on board to work on 

several projects .  

Unfortunately, the VABBB 

also said goodbye to four team 

members in 2015. June saw 

the departure of Shelley      

Amberg, former coordina-

tor of the Gulf War Brain 

Bank, and in July Melissa 

Weiner, former coordinator 

of the Cognition and Care-

giver burden study, moved 

on to a new position in 

Pennsylvania. The end of 

the year also saw one 

more departure from the 

Boston group, as Data Man-

ager Sally Perkins retired 

after seven years with the 

VABBB. For more on Sallyõs 

time at the VABBB and her 

recent retirement, see p. 5. 

From the VABBB Tuc-

son team, Katrina Trevor, 

Ph.D. retired near the end of 

2015, with Ian Robey, Ph.D. 

taking her place as the new 

technical director.  

We bid sad good byes 

to past staff and happy hel-

los to our new members. 

See page 8 for the full list of 

VABBB staff. 

(Continued on page 3) 



C A R E G I V E R  C O R N E R . . . CO N T I N U E D 

S I X  M O N T H S  T O  F O R E V ER   

B Y :  S E A N  H A L L 

H A V E  A  S T O R Y  T O  T E L L ? 

We would like to thank Sean Hall 

for sharing his story with us!  

 

If you would like to contribute to 

the next installment of Caregiver 

Corner or Veteranõs View, please 

contact us at 866-460-1158. 

 

 

 

 

 

òLet us keep looking, in spite of 

everything. Let us keep search-

ing. It is indeed the best method 

of finding, and perhaps thanks 

to our efforts, the verdict we will 

give such a patient tomorrow will 

not be the same we must give 

this man today.ó 

  -Charcot (1889) 

basis, so I didnõt have to do much direct 

care other than maintaining the house 

and helping him with finances and com-

munications. He was active in his elec-

tric wheelchair and I would assist in tak-

ing him places by van. Gradually things 

became more challenging once our pri-

mary long-term caregiver was no longer 

with us. Regular outside care became 

less consistent and I ended up doing 

more and more as my father is com-

pletely dependent upon others for his 

care. I was responsible for putting him 

in and out of bed, dressing, bathing, 

feeding him, and maintaining an exter-

nal catheter along with other necessary 

bathroom duties.  

As part of the progression of ALS, his 

breathing difficulties and emergency 

room trips resulted in him having a tra-

cheotomy. Full-time care for him at 

home was insufficient for his medical 

needs, so he was moved permanently 

into the VA Spinal Cord Injury Unit. My 

role as a caregiver now consists of fre-

quent visits. I bring him things he needs 

and wants, and despite being on ventila-

tor and having a feeding tube inserted 

in his abdomen, he still eats food by 

mouth and I bring him outside food every 

Friday night. He is able to communicate with a 

single electronic button that he touches with 

his head, and through a long process of elimi-

nation (EZ Keys program), he is able to write 

and speak messages, operate the computer 

to compose emails, Facebook, and surf the 

web. Patience and time has been the biggest 

frustration in my interactions with him, and 

some things go unsaid, for both of us. I sup-

pose this is true for most of us and our fa-

thers. 

 

I have heard many people comment, òI donõt 

know how he does it, hanging in there all this 

time.ó It is a hard thing to imagine: becoming 

a prisoner in your own body, yet your mind still 

functions. I donõt think there is one ultimate 

secret as why he has persevered, but rather a 

combination of professional health workers, 

advances in science and technology, support 

of friends and family, and òluckó. Although it 

seems one could hardly say there is luck in-

volved in this case, it is a matter of personal 

perspective. As Lou Gehrig once said when 

faced with his affliction, òTodayéI am the 

luckiest man alive.ó  

 

There may be one element to his longevity 

that I find keeps him and myself looking 

ahead to the future: long-term goals. After 

seeing that he would outlive the original pre-

dicted diagnosis, and with the birth of my 

second half-brother, he set in his mind 

that he would try and live to see them 

both graduate high school. When they 

graduated high school, he decided that he 

would keep going to see them graduate 

college- they did. Through his many years 

living with ALS, he continues to try new 

things, remain connected to others, and 

offer kindness as he can. He has his daily 

ups and downs, just as we all do, but I 

have noticed overall, when he is focused 

on long-term projects he seems happier, 

more alert and alive.  

Page 3 
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project seeks to identify which inflammatory im-

mune signals enhance or limit ERVK activity in 

ALS brain and spinal cord tissue. The findings will 

be applied to the development of new therapies 

that will inhibit ERVK activity. 

 
RNA Binding Proteins in ALS 

RNA is the genetic material used to make pro-

teins.  RNA produced in the cell nucleus under-

goes a complex series of processes before being 

translated into protein. When RNA is processed 

improperly in neurons, it can lead to neuron dam-

age or death (neurotoxicity).  Several RNA Binding 

Proteins (RBPs) involved in RNA processing have 

been associated with ALS. This study focuses on 

RBP genes called ELAVs. Different 

ELAV RBP genes are expressed with-

in the nervous system. The primary 

aim of this project is to determine if 

ELAVs (particularly ELAV4) are al-

tered in ALS tissues. Research on the 

role of ELAVs will provide new per-

spectives on the mechanisms of ALS 

and novel targets for diagnosis and 

treatment.  

 

TAR-DNA-binding protein-43 (TDP-43) 

in ALS DNA Damage  

TAR-DNA binding protein of 43kDa 

(TDP-43) is a DNA binding protein 

that normally resides in the cell nu-

cleus.  In ALS, TDP-43 accumulates, 

or aggregates abnormally in the cyto-

plasm of neuronal cells (see Figure 

1).  TDP-43 cytoplasmic aggregation 

Endogenous Retrovirus Activity in ALS Neuro-

degeneration  

Endogenous retroviruses are a natural part of 

the human genome and normally dormant. We 

all have them, but endogenous retroviruses 

generally do not cause disease. Some inflam-

matory diseases, however, are linked to the 

activation of endogenous retroviruses. The 

human endogenous retrovirus-K (ERVK) has 

been observed in the neurons of patients with 

ALS. Researchers are trying to determine if 

ERVK activity plays a role in ALS. It is possible 

that ERVK is not eliminated by the immune 

system because of defects in normal anti-viral 

immunity and inflammatory reactions. This 

Ongoing Studies : 
The VABBB is pleased to support several ongoing re-

search projects using VABBB tissue donated by Veter-

ans. Such studies are vital to .  

Ongoing projects include: 

§ Understanding Defects in Vulnerable   

        Brain Motor Cortex Neurons 

§ Genetic Studies of Familial and Sporadic ALS 

§ Promoting the Protection of Motor Neurons in ALS 

§ Role of Cell-Cell Communication in ALS 

§ RNA (ribonucleic acid)-based Causes of ALS 

§ MicroRNA in ALS 

is also associated with frontotemporal lobar 

dementia (FTLD) and approximately 40% of 

other neurodegenerative diseases.  Previous 

studies have identified a key DNA repair pro-

tein called Ku in TDP-43 aggregates, suggest-

ing that TDP-43 is involved in DNA repair.  The 

aim of this project is to determine if the shift 

of TDP-43 from the nucleus to the cytoplasm 

of neurons results in deficient DNA repair.  

This lack of DNA repair may prove to be a new 

factor in the cause of ALS.  Continuing re-

search will lead to new models of ALS disease 

mechanisms and promising avenues for drug 

therapy.  

 

ALS-related Tau Tubulin Kinases 

Cellular proteins are often modified by a pro-

cess called phosphorylation.  Phosphorylation 

is when a protein known as a kinase adds a 

phosphate to another protein to alter its struc-

ture slightly and manipulate its function.  The 

aggregation accumulation of phosphorylated 

TAR-DNA binding protein of 43kDa (TDP-43) in 

neurons is a hallmark of ALS (see Figure X(1)). 

Kinases called Tau Tubulin 1 and 2 

(TTBK1/2), have been found to directly phos-

phorylate TDP-43. This leads to the alteration 

and change in function of TDP-43. Elevated 

TTBK1/2 kinases have been observed in ALS 

nervous system tissue in ALS.  This study 

seeks to discover if disease-related versions 

of TTBK1/2 occur in ALS, and if these kinases 

can be targeted for the treatment of both early 

and late stage ALS.  

     The Gulf War Veteransõ Illnesses 

Biorepository (GWVIB) brain bank is 

seeking veterans of the 1990-1991 

Gulf War era who would like to par-

ticipate in research and conditions 

affecting Gulf War veterans. Veter-

ans enrolled in the GWVIB will com-

plete surveys about their health 

every six months or so, and upon 

their death donate their brain and 

other body tissue for future Gulf War 

Veteransõ Illnesses research.  

   Veterans can begin helping now by 

enrolling even though the tissue dona-

tion may occur years from now. All 

veterans of the 1990-1991 Gulf War 

era, regardless of whether they served 

in the Gulf War region or are experienc-

ing symptoms are eligible to partici-

pate in the GWVIB brain bank.  

 

Contact Tarnjit Singh, M.A. at 855-561-

7827 for more information.   
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The primary mission of the VABBB is to support ALS research in pursuit of a cure and better diagnosis, therapies, and treatments for ALS. Below 

weõve highlighted four projects utilizing tissue donated to the VABBB by the Veterans enrolled in the study.  

Figure 1 

Learn more about the Gulf War Veteransõ Illnesses Brain Bank at: 

http://www.research.va.gov/programs/tissue_banking/GWVIB/ 



Anyone living 

with PTSD in 

the United 

States may 

enroll in the 

PTSD Brain 

Bank 

P T S D  B R A I N  B A N K  A D V A N C E S  T H E  F I G H T  A G A I N S T  P T S D 

Department of Veterans Affairs 

National Center for Posttraumatic 

Stress Disorder (PTSD), the PTSD 

BB is the first repository uniquely 

devoted to the study of PTSD. 

There are participating sites 

across the country, with the Bos-

ton VABBB offices serving as the 

primary site for coordinating activ-

ities and receiving brain tissue. 

The PTSD Brain Bank (PTSD 

BB) began recruiting Veter-

ans with PTSD and those 

without during the summer 

of 2015 to increase aware-

ness about PTSD.  Non-

Veterans are also eligible to 

participate. Led by Dr. Mat-

thew Friedman, the former 

Executive Director of the US 
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The National PTSD Brain Bankõs 

findings should help pave the way for 

new approaches to diagnosis and 

treatment of individuals with PTSD.ó  

For more information on enrolling in 

the PTSD Brain Bank, visit us on the 

web at http://www.research.va.gov/

programs/tissue_banking/PTSD/ or 

contact Latease Guilderson, MSW at 

800-762-6609.  

F A R E W E L L  T O  S A L L Y  P ER K I N S ,  M . S . ,  P . T . 

On December 17, 2015 we congratulated 

Sally Perkins on her 7 years of service and 

commitment to the Department of Veterans 

Affairs. She was honored with a retirement 

party and a plaque from the VABBB. 

Sally Perkins has played an integral role in 

the administration and data management 

of the brain bank.  

During her time at VABBB she improved the 

groupsõ data technology by building data-

bases, monitoring usage, and troubleshoot-

ing.  

However, most of our participants knew her 

to be a nurturing soul who developed mean-

Sally Perkins was with the VABBB from 2008 until the end of 2015 

ingful relationships with them and their 

spouses. 

She, along with her husband, are experi-

enced botanists and active members of the 

American Rhododendron Society with her 

home garden being devoted primarily to the 

study and growth of rhododendrons. 

 

As a retiree, she looks forward to devoting 

her newly deserved free time to tending to 

her plants, volunteering with her church, 

and travelling. She will be missed. 

Left: Sally is presented with a plaque for 

her time at the VABBB by P.I. Neil Kowall, 

M.D. 

 

Bottom Right: Sally and her husband John 

alongside the members of the VABBB. 

Learn more about the PTSD Brain Bank at: 

http://www.research.va.gov/programs/tissue_banking/PTSD/default.cfm 

June is National PTSD Awareness Month! 


